The involvement of people living with dementia in research has traditionally been located in the realms of 'subject' or 'participant'. However, there has been an increase in demand for greater transparency by academic bidding teams (particularly within the UK) in demonstrating how people with a lived experience have been and will be involved in the research process. Located within the ESRC / NIHR-funded Neighbourhoods and Dementia Study (2014)(2015)(2016)(2017)(2018)(2019), led by The University of Manchester (UK), this paper outlines the development of the CO-researcher INvolvement and Engagement in Dementia (COINED) Model, which was coproduced alongside three independent groups of people living with dementia: Open Doors, the Scottish Dementia Working Group and EDUCATE.
Over the last decade or so within the United Kingdom (UK), research funding councils and charities have demanded greater transparency from academic bidding teams in demonstrating how people with lived experience (of the proposed topic under study) have been, or will be, involved in the research process. This may range from mapping out how people with lived experience have been involved in proposal development to a detailed consideration about future plans for the person's involvement in data collection, data analysis and project dissemination. This is often referred to as Patient and Public Involvement, or PPI for short. Indeed, nowadays, it is not uncommon for those with lived experience to be integral members of academic bidding teams in order to demonstrate an authentic commitment to PPI engagement with Wright, Foster, Amir, Elliott, & Wilson (2010) viewing such partnerships as a "core component of good research practice" (p. 359).
In advancing such academic / lived experience partnerships, a number of generic frameworks and public agencies have emerged, such as INVOLVE (http://www.invo.org.uk/) which is funded by the UK's National Institute for Health Research (NIHR). Established in 1996, INVOLVE's role is to promote and support public involvement in the UK's National Health Service, as well as in social care and public health research. Subsequently, numerous training programmes have been developed in order to support public involvement, namely within service delivery and care planning domains. As an illustration, the NIHR- 1  2  3  4  5  6  7  8  9  10  11  12  13  14  15  16  17  18  19  20  21  22  23  24  25  26  27  28  29  30  31  32  33  34  35  36  37  38  39  40  41  42  43  44  45  46  47  48  49  50  51  52  53  54  55  56  57  58  59 Involvement (www.neighbourhoodsanddementia.org/work-programme-1/) has a dual aim: to facilitate the involvement of people living with dementia in all of the Work Programmes as co-researchers and; to co-design and lead a neighbourhoods-focused research project. The term 'co-researcher' reflects a desire to move away from references to 'user' and 'patient and public involvement', towards a more collaborative partnership between groups of people living with dementia, academic researchers and service providers. We will, therefore, use the term 'co-researcher' -whereby 'co-' incorporates collaboration, cooperation and communityto further consolidate that partnership. 1 ), the remit of discussions was to identify ways in which members of the groups would like to be involved as co-researchers across the research trajectory.
Methods

Open
Insert figure 1 about here
Co-Producing the COINED Model
Framed around the themes outlined in figure 1, group members developed a more comprehensive compendium of themes of co-researcher involvement and engagement (see Insert figure 2 about here.
Underpinning the COINED Model is training and support for co-researchers, which we recommend should be provided for the duration of the research. Group members were insistent that support should be provided from an academic standpoint (Work Programme 8 involves a Wellbeing Service, facilitated by a Clinical Psychologist) in parallel to peer support, either through formal agencies (including dementia support organisations, such as the Alzheimer's Society) or informal peer support network. The voice of people living with dementia is principal to the mode of inquiry as 'experts of experience' and representation must be embedded as a continuous presence throughout the research. In parallel, the importance of peer support in providing a community network is essential in maintaining wellbeing, self-confidence and a sense of security within an ever-changing environment.
An insightful discussion focused on the collection and analysis of data, and more specifically around the level of objectivity expected by the co-researcher and the extent to which someone with lived experience is able to deliver that objectivity. Group members acknowledged the potential risk that the co-researcher may influence the responses given by the participant by sharing their own experiences, inadvertently extending their own peer support discourse. Conversely, however, group members were aware that shared experiences (between the co-researcher and participant) have the potential to enrich the responses given. On balance, group members were aware that the data collected by a coresearcher would inevitably provide different levels of richness, depth and context compared to data collected by an academic researcher. It was noted that this in itself would provide an interesting evaluation at a later stage.
Exploring the data and understanding the meaning of the results were key discussion points, whereby disparity between the collection of data, its presentation in the final report and the lack of transparency was noted as devaluing the role of people living with dementia in research (both as co-researchers and as participants). 'Accessibility' featured at the very heart of effective communication, particularly in terms of language and terminology used.
Knowledge exchange was regarded as fundamental to the advancement of learning for all.
There was a general feeling that the process of translating research into practice was often Several members of the groups (who also had an academic background) raised the issue of 'impact'. Given the different meanings and interpretations of the term, we agreed that in the context of the COINED Model, we will use the term 'impact' to refer to the effectiveness of the research or the effectiveness of the involvement of people living with dementia as coresearchers. Discussions extended to narrative of 'evaluation', which was regarded as an integral mechanism of the research in 'measuring' impact, which was necessary to ensure that we are 'getting it right'. It was felt that the processes and outcomes of any evaluation would be crucial to our learning and should be embedded within further decision-making.
Thus, our learning from the research findings will help to identify, shape and frame further research priorities. Group members appreciated the ongoing shift in research priorities to meet the needs of the changing landscape of dementia care and fluctuating needs of people affected by dementia. Involvement in future work was regarded as pivotal in positioning people living with dementia at the centre of research in the context of collaboration and focus.
Discussion
Whilst discussions in the wider literature focus on whether people living with dementia [as co-researchers] are able to engage in ways that are 'meaningful' to the research process (Tanner, 2012) , our approach is to ensure that co-researcher involvement is, first and foremost, meaningful for the individuals themselves, thus respecting and empowering the personhood of people living with dementia (Kitwood, 1997). One of the key messages of the Model was to ensure that its implementation allows for creative methods and expressive output and should not be constrained by traditional research methods and processes. For example, Lee and Adams (2011), Capstick (2011) and Bartlett (2012) offer a collection of visual methods to engage co-researchers in the data collection domain of the research process.
The involvement of people living with dementia as co-researchers is not without its ethical debates. Particularly within the remit of data collection, analysis and dissemination (see 1  2  3  4  5  6  7  8  9  10  11  12  13  14  15  16  17  18  19  20  21  22  23  24  25  26  27  28  29  30  31  32  33  34  35  36  37  38  39  40  41  42  43  44  45  46  47  48  49  50  51  52  53  54  55  56  57  58  59  60 F o r P e e r R e v i e w knowledge, this issue has not been addressed in the literature. Therefore, the need to formalise the expectations and responsibilities of the co-researchers is a natural next step.
The development of the COINED Model has identified ways in which people living with dementia have expressed their wishes to be involved as co-researchers across the research process. The COINED Model is currently being piloted in the Neighbourhoods and Dementia Study with the necessary ethical permissions having been sought. In order to assess its application, we plan to evaluate the implementation of the COINED Model towards the end of the Study during 2018-2019.
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